It is difficult to talk about the dying child because it brings such painful memories. Yet in a way we want to talk, for most of us have a feeling of insufficiency when we have to deal with a particular case. This is natural, for we are insufficient, we cannot raise the dead. Our function is to palliate. We are here today because we want to learn from others how we can do it better. Perhaps, also, there will be an element of catharsis in our talk, and that may make us feel better too.
For myself there is an additional difficulty in that I cannot easily systematize or generalize about the management of the dying child and his family. I have no strategy, and tactics are improvised as events demand. We respond to a tone of voice, a bitten lip, eyes flooding with unshed tears, an unexpected question, the basis of our responses changing from moment to moment. We speak from the heart, not the intellect.
There aJre many problems for our discussion, and subsequent speakers will deal with some of them from the breadth of their experience and depth of their meditation, so I will touch on a few in outline only.
When death is sudden and unexpected the first reaction may be simple disbelief. The way out of that position is often eased by angerthe bereaved are vindictive about the driver in a car accident, or furious with the police for not preventing it, or with the ambulance man, doctor or nurse for not saving the child.
In the gradual case, when a fatal outcome is foretold, once again disbelief is usual. Mistrust is common, and it is at this stage that second and third opinions are demanded. At first there is the hope, occasionally justified, that the diagnosis will be disproved. When it has been accepted there is the quest for more effective treatment. This is the time when British parents ask whether they could do better by taking the child to the United States of America, or Germany or Switzerland, while those from Eastern Africa or Western Asia undertake the pilgrimage to London.
After that belief may settle on two planes, an acceptance on the surface of orthodox medical opinion, while carrying on a separate line of treatment with a faith healer. The insecurity of the situation is shown by the diffidence with which the mother produces a cutting from a newspaper about a new 'cure', or tells you what someone at work told her husband. It is a time when parents may settle on their own lines of hope deferred, which may diverge and separate husband and wife. When the mother is looking no more than a day ahead, the father may have already reached the stage of wishing it was all over and feeling guilty at such a thought; a feeling which we can do much to dispel. Then there are the practical problems, especially in the late stages, of whether or not to try to clear up intercurrent infections. Are we doing our duty if we let them rip and say: 'All I have to do is prevent the patient from feeling pain or other discomfort'? What is the effect on parents and nurses of giving unlimited chlorpromazine or morphine while denying the use of antibiotics? Similar problems are raised over feeding and maintenance of fluid intake. It often seems unnecessary to prolong the struggle by laborious feeding, but we should remember that feeding a child is a fundamental part of a mother's or nurse's loving care.
In my opinion we should not embark here on a discussion of children as donors of vital organs. This debate is being played out in the adult field; we shall meet it in years to come, but at present it is beyond the fringe of our problems. On the other hand, I hope we shall have some discussion of what to do when respiration can be maintained only artificiallywho decides to turn off the respirator, who does it, under what circumstances and in whose company?
Finally, when it is all over, what is the effect on the family? How far should we go in trying to help that situation ? It is never wise to speak from anything other than one's own experience and I have to admit from the beginning that only rarely do I care for children with a terminal illness. However, I have been looking after those dying at all other ages and whenever I have discussed our problems I have found them remarkably similar. Perhaps one of the most pressing is the anxiety of the staff, all the greater when the patient is young. This comes out strongly in Yudkin's article 'Children and Death' (1967) .
We will never help the anxieties of others if we do not try to understand and handle our own. A first step is to discuss them with others concerned. The degree of emotional stress that may remain hidden and need resolution was brought forcibly before me at a case discussion in the USA. The patient was a boy of 12 who had died of leukemia some two months previously. At first the meeting was factual and objective. The intern described the treatment, the visiting physician discussed the telling of the parents, the arranging of further consultations and the need for his continuing care, and the social worker talked of all the background support to the family. While she described her role one could hear some of the frustration stemming from the family's resentment and their difficulty in maintaining any kind of normal living for their son. But it was when the head nurse's voice broke slightly as she began to describe the daily contact with Johnnie that the conference became alive. She pulled herself up, saying: 'I thought I wouldn't mind so much now.' But she did mind. She was really involved and as she described his constant questioning and the teasing that had made them all so fond of him we began to see this child and his own problems. Even more revealing were the tape recordings made by the psychiatrist attached to the unit. As we listened we could hear much of what he could not say directly. I recall his comment about his blood tests: 'When the news is good they tell me. . .'
We came finally to the last admission and his death. The nurse described the mother's arrival to room in: 'We were glad. We could step back a bit.' When the last bit of tape was played one could hear indirectly that this boy both knew what was happening and needed to talk about it. But the very heat of the discussion this evoked showed how much talking was needed if the staff were to be sufficiently freed of their own feelings to meet the child in his largely unshared anxiety. We are all concerned, staff often more than patients, in trying to come to terms in varying ways with our own feelings of guilt and fear in the presence of death. It is easier when we know that we are not alone. We find that we ourselves, concerned constantly with the dying and their families, need frequent, informal meetings. I would give for the first principle of terminal care co-operation, or, perhaps better, community.
The care ofthe dying must be a shared work. It is important that as we come to a dying patient we should not be saying to ourselves: 'How can I help so and so?' but instead: 'This is this unit trying to help this person. I happen to be the one who is here at the moment.' Your platform should properly include a ward sister, a medical social worker and a chaplain. Social workers often do most to enable the parents to participate in the care of their child and to find some way of handling their own feelings as they persevere with the practical (Knudson & Natterson 1960). They are often needed to explain what a doctor has said in truly lay terms and to listen endlessly to fears and resentments; they are a most important link between hospital and home. So many crippling emotions are less powerful to hurt once they have been expressed to another
